End of life care for people with dementia
This commissioning guide provides support for the local implementation of NICE clinical guidelines through commissioning, and is a resource to help statutory and voluntary health and social care professionals in England to commission integrated end of life care (EOLC) services for people with dementia.
The guide is targeted at health and social care professionals responsible for commissioning dementia services and/or EOLC services. However, it is also recommended that links are set up with commissioners who lead on a range of other conditions which often present in people with dementia, such as learning disabilities and comorbidities. These include cancer, coronary heart disease, respiratory disease and other long-term conditions.This commissioning guide should be read together with the following NICE guidance and national strategies: The clinical guideline covers clinical and cost effectiveness in detail and underpins the content of this guide. Implementation of the guidance noted above is the responsibility of local commissioners and/or providers. Commissioners and providers are reminded that it is their responsibility to implement this guidance, in their local context, in light of their duties to avoid unlawful discrimination and to have regard to promoting equality of opportunity. Nothing in the guidance should be interpreted in a way which would be inconsistent with compliance with those duties.
The guide: makes the case for commissioning EOLC for people with dementia specifies service requirements helps you determine local service levels helps you ensure corporate and quality assurance.
The full text of this commissioning guide is accessed from the navigation menu on the right hand side of the screen. The associated commissioning/benchmarking tool is freely available and can be downloaded.
We are keen to improve the commissioning guides in order to better meet the needs of commissioners. Please send us your ideas for future topic-specific guides or other comments.
Read the NICE disclaimer for information on the use and accuracy of content on the NICE website.
Topic-specific Advisory Group: EOLC for people with dementia
April 2010
Commissioning end of life care for people with dementia About half a million people die in England each year. Most deaths occur in people over 65 follow a period of chronic illness such as heart disease, cancer, stroke, chronic respiratory disease, neurological diseases and dementia.
Dementia is a progressive and largely irreversible condition that is characterised by a widespread impairment of mental and physical function. There are many types of dementia, of which Alzheimer's disease is the most prevalent, accounting for over 50% of cases.
End of life care (EOLC) is the active holistic care of people with advanced progressive illness. Management of pain and other symptoms and provision of psychological, social and spiritual support is paramount. The goal of end of life care is achievement of the best quality of life for people and their families. Many aspects of end of life care are also applicable earlier in the course of the illness in conjunction with other treatments 1 .
People with dementia who are dying should have the same access to EOLC services as those without dementia. However, treatment decisions differ for people with dementia from other people approaching end of life in two ways. First, the decline in health is less predictable and more variable, making prognosis difficult. Second, the deterioration in communication skills prevents people with dementia from expressing their views and wishes later in the disease pathway.
Most people with dementia die in residential care or in hospital. Some people experience excellent EOLC in hospitals, hospices, care homes and in their own homes, but many do not. For some, the pattern of their last year or months of life can be one of both comfort and dignity. But others experience mental and physical pain alongside physical deterioration and malnutrition; frequent, unhelpful and costly admissions to hospital; and a reduction in quality care and dignity. An improvement in access to high-quality care for all people with dementia approaching the end of life is needed. This should be irrespective of age, gender, ethnicity, religious belief, disability, sexual orientation, diagnosis or socioeconomic status.
People with dementia who are approaching the end of life need coordinated care across a number of settings such as home, hospital, care home and hospice. They also need access to care and support 24 hours a day, 7 days a week. Creating resources in the community is important to ensure that services are timely and responsive, enabling excellent care in the right place and avoiding unnecessary admissions to hospital.
The impact of dementia on the community is high and should not be understated. Dementia can lead to social isolation; it can be expensive; and can take a toll on people taking care of them. It also leads to the increasing need for high-quality nursing and residential care. It is critical that carers are assisted through the last years and months of a person's life, if people with dementia are going to be supported at the end of life.
Dementia affects one person in twenty over the age of 65, and one in five of those over the age of 80. It is estimated that the number of people with dementia in England will have risen from the current figure of 574,000 to 793,000 by 2021, substantially increasing the already considerable financial and social pressures experienced in caring for people with this disorder.
The direct costs of Alzheimer's disease alone exceed the total costs of stroke, cancer and heart disease combined, and the overall economic burden has been estimated to be over £14 billion per year in the UK 2 .
Benefits
The potential benefits of robustly commissioning EOLC for people with dementia include: reducing inequalities and stigma by improving access to information, advice and a range of supportive services improving the psychological, physical and spiritual well being of people with dementia and their carers through access to an appropriately trained workforce improving the quality of care through timely interventions in the right place by a knowledgeable and caring workforce increasing choice through advance care planning, advance statements and Advanced Decisions to Refuse Treatment (ADRTs) reducing unnecessary hospital admissions by developing capacity to deliver expertise to the patient's home and through more effective use of technology and workforce development improving cross boundary and partnership working, improving care coordination, minimising unnecessary duplication and reducing costs reviewing the use of continuing care funding and the support available for people with dementia supporting carers and ensuring access to an assessment of need as set out in the Carers and Disabled Children Act 2000 and the Carers (Equal Opportunities) Act 2004 improving knowledge and skills in specialist and generalist dementia and palliative care settings, and in independent residential and nursing homes better value for money through the use of cost-effective interventions which span pharmaceutical, psychological and
Key issues
Key issues in providing effective end of life care for people with dementia are: helping people with dementia to live with the best possible quality of life until they die, and enabling them to die with dignity and in the place of their choosing offering information at the point of diagnosis to support effective advance care planning, identifying the preferred priorities for care, and where needed, offering support in setting out the key hopes and preferences for future care providing 24/7 integrated care coordination and service delivery across health and social care supporting carers as the disease progresses and to the point of death, and supporting carers during their bereavement, which may both anticipate and follow death providing a quality assured service.
National drivers
There are a range of priorities and initiatives relevant to commissioning end of life services for people with dementia which include: The Care closer to home initiative outlined in chapter 6 of the white paper 'Our health, our care, our say'
Considering the impact of people choice A stronger local voice: a framework for creating a stronger local voice in the development of health and social care services.
Although many or all of these priorities may be relevant to the services nationally, your local service redesign may address only one or two of them.
Specifying end of life care for people with dementia

Service components
The key components for a service for people with dementia and at the end of life are: assessment and care planning coordination of care with ongoing review of expert input and support Developing personalised high-quality care across a number of settings.
Assessment and care planning
People with dementia who are dying should have the same access to end of life care services as those without dementia. However, treatment decisions for people with dementia differ from decisions for other people approaching end of life in two ways. First, the time from diagnosis to death is usually much more difficult to predict and dementia may last several years or just days because of concurrent illness. Second, the deterioration in communication skills for people with dementia prevents them from expressing their views and wishes later in the disease pathway. So it is important that people with dementia and their carers receive information and support that helps them think and plan early for future care. Therefore, commissioners should ensure that early diagnostic and assessment services for people with dementia are available, and that they provide good quality information about dementia. With good information and support, advance statements and advance decisions to refuse treatment (ADRT), lasting power of attorney and a Preferred Place of Care Plan can then be considered.
Commissioners should also ensure that there is access to an appropriate legal framework for anyone who lacks the capacity to make a decision. Providers involved in the care of people with dementia should be aware of and follow in particular the provisions of the Mental Capacity Act 2005.
Coordination of care with ongoing review of expert input and support
Commissioners should ensure that health and social care managers coordinate and integrate working across all agencies involved in the treatment and care of people with dementia and their carers. This includes jointly agreeing written policies and procedures. Joint planning should consist of local service users and local carers in order to highlight and address problems specific to each locality.
Commissioners should ensure that health and social care providers adopt a care management/coordination approach in line with the recommendations in NICE-SCIE clinical guideline CG42 on dementia when assessing people with dementia.
Commissioners should be satisfied that primary care teams ensure that the palliative care needs of people with dementia who are close to death are assessed. They should also make sure that information is communicated within the primary care team, and with other health and social care staff.
Commissioners should be aware of the NICE recommendations for pharmacological interventions for people with dementia. Commissioners may also wish to refer to The use of antipsychotic medication for people with dementia: Time for action published by the Department of Health. This sets out a number of recommendations on the use of antipsychotic medications in care homes and highlights the need to develop specialist in-reach mental health services to care homes.
Commissioners should be confident that dementia service teams are able to recognise and manage distress in people with dementia, assess and explore its causes, and then provide focused relevant and effective treatments in line with the recommendations in NICE-SCIE clinical guideline CG42 on dementia.
The national dementia strategy recommends a single point of access for people with dementia and their carers to ensure a coordinated response from all care agencies, including care homes and the voluntary sector. The dementia strategy also highlights the need for continuity as well as coordination in a range of health and social care support services to: manage presentation of physical symptoms/changes in behaviour (for example, access to drugs and equipment and extra care housing) facilitate early discharge if admitted (for example, 24/7 rapid response services) secure access to high-quality out-of-hours advice and support.
Commissioners may wish to ensure that 24/7 integrated care coordination and delivery is available, linking all agencies across geographic boundaries, including housing associations, care homes, the voluntary sector, and health and social care organisations. This would mean that people are able to: live well with advancing diseasesecuring services able to support the health and social care consequences of dementia and other comorbidities based on multidisciplinary assessment of need secure a good death within the context of uncertain prognosis provide support through a range of tools to assess need and secure services to respond to changing needs of both the person with dementia and their carer or family.
Developing personalised high-quality care across a number of settings
End of life care (EOLC) for people with dementia is one pathway within a wider dementia and/or EOLC commissioning strategy. Therefore, to improve the quality of EOLC for people with dementia, commissioners should ensure that services:
improve public awareness of dementia provide access to earlier diagnosis and better information create greater capacity and capability in the workforce make care available closer to home.
Services should also support social inclusion by securing people's rights, promoting ordinary living and ensuring empowerment in choice and control. Commissioners should also ensure that there is an informed and effective workforce in specialist as well as universal services. The level of skill and expertise should be proportionate to the level of contact that staff have with people with dementia. Information on the role of the commissioner in developing the workforce is available from Living well with dementia: the National Dementia Strategy -Joint commissioning framework.
Commissioners should ensure that people with dementia have access to good quality EOLC whether the cause of death is dementia or a comorbidity. Health and social care staff in mental health trusts and nursing homes should be able to identify when an individual requires additional expert care for a comorbidity. A person in a home receiving care and support for their dementia should also expect access to expert cancer and/or cardiac care and pain control where such a comorbidity exists.
Service models
To ensure the effective provision of high-quality services, primary care trusts, local authorities and strategic health authorities should work jointly to achieve an approach to commissioning services that meet local needs. This approach should be based on demographic, epidemiological and geographical information.
Commissioners may wish to consider commissioning end of life care (EOLC) services for people with dementia in a number of different ways. Mixed models of provision may be appropriate across a local health and social care economy. End of life care for people with dementia should be seen as a series of services commissioned across a number of different settings for example, hospital, community, care home and/or hospice, prisons and hostels for the homeless all working within an integrated commissioning framework and supporting the delivery of a high quality pathway for EOLC. 
Service specification
Local stakeholders, including voluntary and care home sectors, hospices, primary and secondary care providers, and people with dementia and their carers should be involved in determining what is needed for people with dementia at the end of life in order to meet local needs. The service should be people-centred, integrated and designed in line with the world class commissioning competencies and the quality and productivity framework. Where there is a need for an integrated health and social care response, commissioners should also refer to the four domains in Putting people first. This initiative aims to reform public services, enabling people to live their own lives as they wish, confident that services are of high quality, are safe and promote their own individual needs for independence, well-being and dignity. 
Additional sources of information
In addition to the references throughout the guide useful sources of information may include:
The standard NHS contracts for acute hospital, mental health, community and ambulance services The Map of medicine provides an information resource that visually organises the latest evidence and best practice guidelines. 
Determining local service levels for end of life care for people with dementia
Assessing the level of end of life care (EOLC) needs for people with dementia is complex. For this benchmark we are considering the number of people with dementia who will require EOLC. To achieve this, we have applied prevalence of dementia to the total number of deaths. Commissioners can assess the level of EOLC needs for people with dementia by using local data on the prevalence of dementia among the population, against population characteristics such as age profile and mortality figures.
Benchmarks for a standard population
A small number of people with early onset dementia die before the age of 65. For the purpose of this benchmark we will focus on people aged 65 or above.
It should be noted that 6.1% of all people with dementia among black and minority ethnic (BME) groups have early onset dementia, compared with only 2.2% for the UK population as a whole. Dementia can affect people of any age, and is most common in older people affecting one person in twenty over the age of 65, and one in five of those over the age of 80 1 .
Available data suggest that the indicative benchmark for the number of people with dementia who require EOLC is around 0.80%, or 800 per 100,000 people, aged 65 and older, per year.
For a standard primary care trust population of 300,000, about 16% or 48,000 will be aged 65 and older. The average number of people with dementia who will require EOLC is around 380, or 0.80% of the population aged 65 and older, per year.
For an average practice with a list size of 10,000, about 16%, or 1600, will be aged 65 and older. The average number of people with dementia who will require EOLC is around 13 (0.80% of the population aged 65 and older) per year.
These figures vary depending on the demographics of the local population. Large proportions of people with dementia remain undiagnosed, or only receive a diagnosis once the disease has progressed 2 . Therefore, commissioners should ensure that early diagnosis services are available. Early detection and intervention allows more timely access to treatments and advance care planning. Furthermore, identifying preferred priorities for care earlier may reduce total care expenditure by delaying the need for long-term care and other costly outcomes.
Commissioners need to consider planning for increased activity to reflect current unidentified and unmet needs for their population.
This service is likely to fall under programme budgeting category 205B (mental health disordersorganic mental disorders).
Examine the assumptions used in estimating these figures.
Further information
Sources of further information to help you in assessing local health needs and reducing health inequalities include:
Annex A of the Commissioning framework for health and wellbeing outlines the process and data needed to undertake a joint strategic needs assessment.
Department of Health Delivering quality and valuefocus on benchmarking.
NICE Health equity auditlearning from practice briefing.
The Disease management information toolkit (DMIT) is a goodpractice tool for decision-makers, commissioners and deliverers of care for people with long-term conditions, which presents data on conditions that contribute to high numbers of emergency bed days. It models the effects of possible interventions that may be commissioned at a local level and helps users to consider the likely impact of commissioning options. PRIMIS+ provides support to general practices on information management, recording for, and analysis of, data quality, plus a comparative analysis service focused on key clinical topics.
Assumptions used in estimating a population benchmark
The assumptions used in estimating a population benchmark of 0.80% or 800 per 100,000 population aged 65 and older for people with dementia who require end of life care (EOLC) are based on the following sources of information: current practice to establish the number of people with dementia who require EOLC and identify location of death published research and local audits on EOLC expert clinical opinion of the topic-specific advisory group, based on experience in clinical practice and literature review.
Current practice
The prevalence figures used to establish a benchmark for EOLC for people with dementia are based on the figures from Dementia UK 3 
Comorbidities
An extract from Hospital Episode Statistics (HES) of people who died in hospital with a diagnosis of dementia anywhere in the spell during 2008-09 produced around 30,000 records. Most people who died in hospital with a diagnosis of dementia anywhere in the spell during this period had a primary diagnosis other than dementia. The chart below shows the most frequent type of primary diagnosis.
The mean length of stay for people with dementia was between two and three times greater than the national average mean length of stay for people with these conditions but that did not suffer from dementia. It should be noted that the age profile of people with dementia is higher than the national average and this will account for some of the increase. 
Published research and local audits
In 2008, the National Audit Office (NAO) carried out a review of patient records delivering end of life care services in Sheffield. 7 The review explored the potential for changes in care pathways for people at the end of life and the alternatives to people with dementia dying in hospital. The review found that the proportion of deaths in acute hospital could have been reduced from 50% to 31%. It also found that the proportion of residents dying in care homes could have been increased from 61% to 80% if more support and advice had been provided to those homes. At least 40% of people who died in an acute hospital in Sheffield in October 2007 did not have medical needs which required them to be admitted.
The Kings Fund report 'Improving choice at end of life' 8 found that after end of life care services were set up, the number of deaths at home increased from 19% to 42% for non-cancer patients, increasing the number of people with dementia who could die in their preferred place of care.
Expert clinical opinion
The consensus opinion of the topic-specific advisory group was that published audits showed a realistic reduction in inappropriate admissions for people with dementia and the numbers of avoided admissions would be as significant as the reports indicated. The provision of dementia services is complex and varied. Different primary care trusts will be providing differing levels of end of life care. Any shift in location of death for people with dementia will be dependent on local circumstances.
Conclusions
Based on the epidemiological data and other information outlined above, the benchmark rate for the number of people with dementia who will require end of life care (EOLC) is around 0.80% or 800 per 100,000 people aged 65 and older, per year. This is based on the following assumptions:
the prevalence of dementia increases with age, from around 1.6% in people aged 65-69 to over 30% in those people aged 90 or over the number of deaths theoretically attributable to dementia is based on applying prevalence rates to the number of people who die each year in each age band the 66,000 people who die each year with dementia are likely to require EOLC before death this is equivalent to around 800 deaths per 100,000 people aged 65 and older, per year.
The commissioning and benchmarking tool
Download the EOLC for people with dementia commissioning and benchmarking tool. Use the EOLC for people with dementia commissioning and benchmarking tool to determine the level of service that might be needed locally and to calculate the cost of commissioning the service, as described below.
Identify indicative local service requirements
The population benchmark for the number of people with dementia who will require end of life care is 0.80% or 800 per 100,000 population, aged 65 and older per year.
The commissioning and benchmarking tool helps you to assess local service requirements using the indicative benchmark as a starting point. With knowledge of your local population and its demographic, you can amend the benchmark to better reflect your local circumstances. For example, if your population is significantly younger or older than the average population, or has an ethnic composition different from the national average, you may need to provide services for relatively fewer or more people.
Review current commissioned activity
You may already commission EOLC for people with dementia for your population. The tool provides tables that you can populate to help you calculate your current commissioned activity.
Identify future change in capacity required
Using the indicative benchmark provided, or your own local benchmark, you can use the commissioning and benchmarking tool to compare the activity that you might need to commission against your current commissioned activity. This will help you to identify the future change in capacity required. Depending on your assessment, your future provision may need to be increased or decreased.
Model future commissioning intentions and associated costs
You can also use the commissioning and benchmarking tool to calculate the impact of any service redesign you may wish to plan over a 4-year period.
The number of deaths in hospital for people with dementia may be reduced by appropriate investment in community services. Use the tool to model the effect of any service redesign over a 4-year period. The tool is pre-populated with data on the potential cost elements that may need to be considered in future service planning, which can be reviewed and amended to better reflect your local circumstances.
Commissioning decisions should consider both the clinical and economic viability of the service, and take into account the views of local people. Commissioning plans should also take into account the costs of monitoring the quality of the services commissioned.
Ensuring corporate and quality assurance
Commissioners should ensure that the services they commission represent value for money and offer the best possible outcomes for people with dementia and their carers. Commissioners need to set clear specifications for monitoring and assuring quality in the service contract.
Commissioners should ensure that they consider both the clinical and economic viability of the service, and any related services. Commissioners should take into account the views of people affected by dementia and those of other stakeholders when making commissioning decisions.
End of life services for people with dementia need to: 
Local quality assurance
Any mechanisms for quality assurance at a local level are likely to refer to the following:
Service and performance targets including: the number receiving appropriate advance care planning, access to care coordination and assessment and preferred priorities of care, monitoring access to specialist dementia and palliative care services, admission avoidance where appropriate, number of bed days, number of admissions, and achievement of place of care/death.
Clinical quality criteria:
identification of end of life through the use of prognostic tools such as the Gold Standards Framework used in primary care, appropriateness of referral, consenting procedures, clinical protocols, timeliness of support as well as the application of guidelines for the use of antipsychotic drugs. The implementation advice for NICE-SCIE clinical guideline CG42 on dementia suggests that a sustained programme of training, education and awareness-raising for all staff, including GPs, would help to improve the end of life experience of people with dementia and their carers.
'Seven steps to patient safety' provides an overview of patient safety and gives updates on the tools that the NPSA is developing to support patient safety across the health service.
NHS Alliance online resources NHS Alliance is the representational organisation of primary care and primary care trusts, and provides them with an opportunity to network and exchange best practice. The alliance supports its members with an open-access helpline, in-house and joint publications and briefings, internal newsletters and a website.
The DH commissioning framework provides guidance on the commissioning process in the context of the NHS reform agenda.
NHS Institute for Innovation and Improvement support for commissioners, includes The Productive Leader programme to enable leadership teams to reduce waste and variation in personal work processes, and Better care, better value indicators to help inform planning, to inform views on the scale of potential efficiency savings in different aspects of care, and to generate ideas on how to achieve these savings.
'10 Steps to your SES: a guide to developing a single equality scheme'. This guidance has been developed to assist NHS organisations that have a duty, as public authorities, to comply with the race, disability and gender public sector duties; and in anticipation of new duties in relation to age, religion and belief, and sexual orientation.
Specific information on quality and corporate assurance for end of life services for people with dementia can be obtained from the following sources:
End of Life Care Strategy End of Life Care Strategy: Quality Markers and measures for end of life care based on the structures and processes of care that are most likely to yield good outcomes for people who are approaching the end of life, and for their families and carers. They can be used as incentives for providers and to allow commissioners to define and tack progress against local action plans.
Better metrics is a pragmatic project that provides clinically relevant measures of performance to support the development of measurable local targets and indicators for local quality improvement projects. See mental health metric 9.16 'Responding to the needs of carers', mental health metric 9.18 'Appropriateness of treatment for people with dementia', and older age metric 10.07 'Population health and well-being' as well as metrics associated with other comorbidities.
The Quality and outcomes framework (QOF) was designed to deliver substantial financial rewards for high-quality care. The framework sets out a range of national standards based on the best available research evidence. Two indicators relating to dementia include 'a register of patients diagnosed with dementia' and the percentage of patients with dementia whose care has been reviewed within the previous 15 months. ' 
Topic-specific Advisory Group: EOLC for people with dementia
A topic-specific advisory group was established to review and advise on the content of the commissioning guide. This group met once, with additional interaction taking place via email.
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